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Executive Summary 
 
A.1.0 Introduction: 
A.1.1 This is a joint submission from three national organisations within the disabled 

people’s independent living movement: the Independent Living in Scotland 
Project, Inclusion Scotland and the Scottish Disability Equality Forum (see 
Appendix for details) 

 
A.1.2 This joint submission hopes to show how the policies, services and provisions, 

based on the philosophy of independent: 
 

• can both facilitate and accelerate the economic growth of Scotland 
• can reduce the gulf between demand and supply of public services for both 

disabled people and their informal support; 
• can be reconceptualise the ‘work vs. welfare’ debate by enabling welfare 

recipients to develop markets and provide work for others; and, at the same 
time, develop their own transferrable management skills 

• can overcome the ‘silo’ effects of services and budgets by providing a more 
‘holistic’ approach to solving need 

• can meet the newer economies of innovation and prevention as laid out by 
the Young Foundation1, via the efforts of disabled people and their own user-
led organisations. 

 
 
A.2.0 Preventative funding and strategic decision making: 
 
A.2.1 Independent living means disabled people of all ages having the same freedom, 

choice, dignity and control as other citizens at home, at work, and in the community.  
It does not mean living by yourself or fending for yourself. It means rights to practical 
assistance and support to participate in society and live an ordinary life.  The 

                                            
1 http://www.youngfoundation.org 



 
principles of independent living, i.e. freedom, choice, dignity and control, do not 
merely relate to the specific services and provisions for disabled people, but to the 
whole of disabled people’s interactions with society; its organisations, facilities and 
structures; and every aspect of their quality and equality of life. 

 
A.2.2 The principles and practices of independent living provide a positive model for 

reshaping public services in a way which better meets people’s needs and supports 
the promotion and protection of human rights; it is more modern, responsive and 
person-centred; and it can result in real efficiencies – but only if organisations and 
personnel within them work across portfolios and budgets.  

 
A.2.3 Independent living should be recognised as a preventative agenda, the benefits of 

which will be reaped in the longer term due to the increased participation of disabled 
people and their informal supporters in the wider economic, social and cultural 
growth of the country.  It is also crucial in the promotion and protection of human 
rights of disabled people, both in terms of the role of early intervention in the 
protection of human rights but also in terms of preventing challenges based on the 
denial of human rights. 

 
A.2.4 However, a fundamental redesign of the method of delivering services may provide 

cheaper options to meet need in a more efficient way. 
 
A.2.5 Co-production is central to the philosophy of independent living.  It is a method 

whereby people from various backgrounds, opinions, knowledge and skills working 
together, from the very outset, to achieve an agreed outcome.  A Cabinet Office 
Strategy Unit discussion paper2 argues that the emerging evidence of its impact on 
outcomes and value for money, along with its potential economic and social value, 
as well as its popularity, means that coproduction should be central to improving 
public services.   

 
A.2.6 In order to hasten coproduction, structural changes need to be made to budgets, 

with more control being passed to individuals, groups and front-line professionals.  A 
‘whole systems approach’ is needed to maximise the impact of investment and this 
must be based on developing good partnership working.  

 
A.2.7 It is essential to challenge the perception of those who see “self assessment” and 

coproduction as a costly burden rather than an essential element to policy and 
service development and delivery.  For example, to overcome the disempowerment 
of disabled people through the denial of free access to information, there is a dire 
need for advocacy; and self-advocacy.  It these services that are often seen as non 
essential for funding but which prevent higher costs arising later on, through the lack 
of provision or the delivery of inadequate and inappropriate provision 

 
A.3.0 Preventative funding of services and provisions: 
 
A.3.1 In previous recessions, the knee jerk response of retrenchment into the more 

“traditional” economies of cutting, trimming and delay, would have meant restricting 
                                            
2 Horne, M and Shirley, T (2009) “Making government work better. Coproduction in public services; a new 
partnership with citizens” Cabinet Office Strategy Unit 
 



 
demand, by raising the access threshold criteria to services.  This would have led to 
a disproportionate disadvantage being placed on disabled adults, particularly on 
those, who, with a little support, could have actively participated in the economic 
growth of the country.  Instead, they would have been left to rely on their own 
informal support systems; thus creating more stress and poverty upon their family 
and friends; accumulating more need for both themselves and informal supporters, 
in later years.  In effect, the growing gulf between demand and supply would have 
just kept on growing. Such traditional services merely segregate disabled people 
within their own homes or day centres, denying them the opportunity to participate 
as equal citizens within the community.  Services, designed on the principles of 
independent living, allow disabled people to do just that. 

 
A.3.2 The silo thinking and complexity of the health and welfare system, not only creates 

barriers of opportunities, but results in confusion among the public of ‘who does 
what and what is done’.  By denying people access to information, users cannot 
contribute to more imaginative and cost-effective solutions. What independent living 
shows is that the inter-connectedness of services and budgets and what happens to 
the quality of one’s life depends upon the interface between health, social care, 
housing, transport, education, the environment, welfare benefits, employment, etc. 
etc. 

 
A.3.3 Given present-day demand trends, the Finance Committee may well consider 

entitlements to services and benefits; and how these are resourced and financed.  
This joint submission accepts that this may include, inter alia, the extent to which 
services are free at the point of use (tax financed) and the extent to which fees or 
charges are in place.  However, this should not be examined in isolation from 
questions of relative priority; and that it should be informed by clear principles (not 
simply driven by financial pressures) 

 
A.3.4 The existing and forthcoming Public Sector Equality Duties are one tool to help 

mitigate against the potential negative and disproportionate impact of decisions that 
are taken in isolation and that can lead to a myriad of unintended consequences 
and indeed, as described above, false economies 

 
A.3.5 In conclusion, this joint submission hopes that the Finance Committee would 

recommend to the Scottish Parliament that the support necessary to enable 
disabled people to live independent lives as full and equal citizens, will attract 
priority; and that any review of how that support can best be delivered in the future 
will include disabled people as equal partners, in the spirit and enactment of co-
production. 



 
 

1.0 Introduction 
 
1.1 Due to the constraints of time and resources, this is a combined submission from 

the Independent Living in Scotland Project; Inclusion Scotland and the 
Scottish Disability Equality Forum.  These bodies form part of the Independent 
Living Movement in Scotland.  Please see appendix 1 for a background to the 
Independent Living Movement, Independent Living Movement and the 3 
organisations submitting this response. 

  
2.0 What is independent living? 
 
2.1 Independent living means disabled people of all ages having the same freedom, 

choice, dignity and control as other citizens at home, at work, and in the community.  
It does not mean living by yourself or fending for yourself. It means rights to practical 
assistance and support to participate in society and live an ordinary life.  The 
principles of independent living, i.e. freedom, choice, dignity and control, do not 
merely relate to the specific services and provisions for disabled people, but to the 
whole of disabled people’s interactions with society; its organisations, facilities and 
structures; and every aspect of their quality and equality of life: 

 
• Full access to the 

environment;  
• Fully accessible transport;  
• Technical aids and 

equipment;  
• Accessible Housing;  
• Personal Assistance;  
• Inclusive education and 

training;  
• An adequate income; 

including that within the 
state benefit system for 
those unable to work;  

• Equal opportunities to 
employment;  

• Accessible and available 
information 

• Advocacy, including peer 
advocacy; 

• Counselling, including peer 
counselling 

• Accessible and inclusive 
healthcare 

• Communication and 
appropriate support for such

 
2.2 The principles and practices of independent living provide a positive model for 

reshaping public services in a way which better meets people’s needs; it is more 
modern, responsive and person-centred; and it can result in real efficiencies – but 
only if organisations and personnel within them work across portfolios and budgets. 

 
3.0   What is co-production? 
 
3.1  Co-production is a method whereby people from various backgrounds, opinions, 

knowledge and skills working together, from the very outset, to achieve an agreed 
outcome.  It values everyone involved as equal and allows the ‘trading’ of each 
others skills, experience and knowledge to be respected and employed to its 
maximum. However, the perception and aspirations of the end user is the main 
driver. 
 



 
3.2 Co-production means bringing the lived knowledge and experience of the individual, 

family and community into setting strategies, plans and the delivery of services; 
allowing individuals, families and communities to take a lead role in the shaping of 
policy formation and resource utilisation; and most importantly, public service 
commitment to support and develop the capacity to self direct outcomes 

 
3.3 A Cabinet Office Strategy Unit discussion paper3 has highlighted the importance of 

coproduction; its potential; and how to accelerate its implementation.  They argue 
that the emerging evidence of its impact on outcomes and value for money, along 
with its potential economic and social value, as well as its popularity, means that 
coproduction should be central to improving public services.  However, they also 
argue, that, in order to hasten coproduction, structural changes need to be made to 
budgets, with more control being passed to individuals, groups and front-line 
professionals.  In addition, the paper argues that there needs to be more support for 
civic society and mutual help, which the coalition government is now calling ‘the big 
society’; as well as, improved performance regimes and professional training and 
culture change. 

 
4.0 Independent living is a preventative agenda 
 
4.1 In terms of social, health and welfare economics, independent living should be 

recognised as a preventative agenda, the benefits of which will be reaped in the 
longer term due to the increased participation of disabled people and their informal 
supporters in the wider economic, social and cultural growth of the country.  
Independent living is often undermined by the lack of such recognition to the 
detriment of the benefits to society and the rights of disabled people; as well as the 
longer-term financial costs to society of not meeting those rights. 

 
4.2 Reference, here, should be made to the North East (of England) Improvement and 

Efficiency Partnership’s report on “What supports independence project: Work 
phase 1: researching the services that support independence.”4    The overall aim of 
the project was to: 

 
“seek to identify what universal, primary and secondary preventative 
approaches are effective to avoid the development of longer-term dependency 
and therefore deflect people from inappropriately entering the social care 
system, because their needs have been met through earlier intervention, 
targeted prevention and/or re-enablement services, which have maintained 
individual self-care, functioning, and supported independent living.” 

 
4.3 The key messages from the report’s collected evidence included: 
 

• Prevention and early intervention services need to address the spectrum of 
need from promoting access to universal services for the general population 
through to addressing complex needs. 

                                            
3 Horne, M and Shirley, T (2009) “Making government work better. Coproduction in public services; a new 
partnership with citizens” Cabinet Office Strategy Unit 
4 North East Improvement and Efficiency Partnership (2010) “What supports independence project: Work 
phase 1: researching the services that support independence”, final phase one report. 
http://www.northeastiep.gov.uk/documents/document_display.htm?pk=764 (viewed 7th August, 2010) 



 
• A broad range of services have a key contribution to make in delivering 

prevention and early intervention including housing, leisure, transport and 
community safety.  

• Involving users and carers at all stages is essential to ensure that services 
reflect their needs and wishes. 

• A ‘whole systems approach’ is needed to maximise the impact of investment.  
 
4.4 The report also suggested that the successful delivery of preventative services 

which will make a difference at a population level needs more than just individual 
(silo) effective services. It needs: 

 
• Such a ‘whole systems approach’ to be based on developing good 

partnership working. 
• Effective and appropriate targeting of preventative interventions as well as 

improved access for priority groups to mainstream services. 
• Investment and change across the whole range of preventative services from 

universal ones to those targeted on specific vulnerable groups. 
• Developing effective prevention strategies, which recognise the role that 

different services can play in preventing the need for care. 
• A strategic approach to commissioning all services to promote independence 

through an explicit commissioning cycle. 
 
4.5 Although the evidence supported the need for a broad based approach to develop 

preventative services, the report also highlighted some key services as being 
especially important. These were: 

 
• Information and advice. 
• Housing and practical 

support. 
• Promoting physical activity. 
• Ensuring access to 

mainstream services. 

• Reducing isolation and 
social exclusion; and 
broadening social and 
community networks. 

 
4.6 The project also carried out a web-based survey which identified eighty three 

services supporting independent living. From these they picked twenty five services 
which demonstrated effectiveness and which met one or more of these criteria: 

 
• Prevention or delay of the 

development of long-term 
conditions. 

• Delivery of efficiencies for 
local authorities and health 
services through the 
avoidance or prevention of 
costly social care 
intervention. 

• Value for money. 

• Evidenced outcomes for 
individuals, authorities and 
an area/locality. 

• Building social inclusion. 
• Sustaining or improving 

wellness. 



 

 
4.7 The conclusions made by this first part of the project were that within the broad 

span of preventative services most appear to have a positive impact. Looking at 
the top four services they identified the following key factors in ensuring success. 

 
• Understanding and involving citizens, users and customers. 
• Developing a clear vision and effective partnership working to deliver it. 
• Using both universal and targeted approaches. 
• Providing services that are tailored and flexible. 
• Investing in services and capacity development. 

 
 
5.0 Independent living: reconceptualising the ‘work versus welfare’ debate  
 
5.1 Before looking further at the ways in which independent living can benefit the 

economies of prevention, it might be fruitful to consider independent living within 
the context of the present ‘work versus welfare’ debate.   

 
5.2 Indeed, E O’Shea and B Kennelly5

, both economists at Galway University, 
question the value of basing welfare economics on the present basis of 
utilitarianism.  They suggest that the full participation of disabled people in the 
economic life of the country will depend on how much society ‘sacrifices’ general 
efficiency, i.e. the good for the all (the mantra of utilitarianism) to aid and employ 
disabled people.  They state:  

 
“The relationship between efficiency equity is best discussed within the 
framework of alternative theories of welfare economics.”   
 
They argue  that within utilitarianism, efficiency is valued above equity, which is 
an unsatisfactory framework for the redistribution of resources and what they call 
‘choice sets’ (i.e. opportunities) to enable disabled people to overcome the 
additional barriers they face in gaining employment.  They state: 
 “Equalisation of choice sets may require judicious manipulation of 
economic and other barriers in order to overcome the accumulated and 
exogenous (beyond the control of) disadvantages faced by disabled 
people.  This is why …. Independent living programmes should be 
evaluated.  They should be seen as part of the response to the unequal 
capabilities6 of disabled people.” 

 

                                            
5 O’Shea, E and Kennelly B (1996) “The economics of independent living: efficiency, equity and ethics”, 
International Journal of Rehabilitation Research, vol 19, 13-26 
 
6 As defined by the economist Amartya Sen, i.e. someone’s personal resources, both intrinsic and 
extrinsic 



 

5.3 Sociologists7 working within the field of disability studies have questioned the 
traditional culture which surrounds the schism between ‘dependent welfare 
recipients’ and the ‘waged work’ ethic of today’s welfare reforms.  Questions 
have arisen around the validity of the ‘cost-effectiveness’ studies done by such 
bodies as the Audit Commission8 into direct payments; the method by which 
disabled people can control their support by being given money to choose and 
pay for services, rather than being given a direct service controlled by others, 
notably the local authority. These questions surround the parameters of the 
research, which mainly compare the self-directed support, controlled by the 
disabled person, with support services controlled by the local authority; or on the 
personal well-being and self-esteem of the disabled person within either support 
system9.  The research does not, for example, look at the wider issues of how 
self-directed support gives the disabled person and/or their informal carer greater 
flexibility over their time and space to enter the labour market themselves, thus 
contributing to tax revenues.  In addition such research does not look at how 
such support reduces the disabled person’s and their informal carer’s physical 
and mental stress, thus reducing later demand on health and social services.   

 
5.4 Further, they argue that independent living shines a new light on the traditional 

view that the person must be either a ‘welfare dependent’, within the social 
welfare system, or a ‘waged earner’, within the labour market. Within the 
independent living paradigm, the disabled person either becomes an ‘employer’ 
of Personal Assistants (helpers) or a ‘customer’, buying care services within the 
market.  In both categories the ‘welfare dependent’ now creates job opportunities 
for support (care) workers, which would not have been there before, or a market 
in which support services have new customers, who would not be there before 

 
5.5 As an ‘employer’, the disabled ‘welfare dependent’ gains and employs the 

transferrable skills of  management; interviewing, supervision, staff development, 
accounting and other interpersonal skills; all of which would be classified as 
‘work’.  At the opportune time when the future of the Independent Living Fund10 is 
uncertain, it has been argued by some English writers, that direct payment and 
individual budgets policy, presently emanating from the Department of Health 

                                            
7 Barnes, C (2003) “Disability: the organisation of work and the need for change” A statement presented 
to the Organisation for Economic Co-operation and Development Conference ‘Transforming disability into 
ability’, Geneva 
Prideaux S, Roulstone A, Harris J and Barnes C (2009) “Disabled people and self-directed support 
schemes: reconceptualising work and welfare in the 21st century”, Disability and Society, vol 24: no 5 
8 Audit Commission (2006) “Choosing well: Analysing the costs and benefits of choice in local public 
services”, London 
9 Gramlich S, McBride G, and Snelham N, with Williams V, and Simons, K (2002) “Journey to 
independence: What self-advocates tell us about direct payments” Kidderminster, UK: British Institute of 
Learning Disabilities. 
Leadbeater, C, Bartlett  J, and Gallagher N (2008) “Making it personal” Demos 
Leece J, and Bornat, J, eds. (2006) “Developments in direct payments”, Bristol, UK: Policy Press 
 
10 A non-departmental public body (NDPB) distributing the Department of Welfare and Pensions money to 
people who self-direct their support 



 

should be the responsibility of the Department of Business, Enterprise a 
Regulatory Reform.11  This wholesale change in public sector design and delivery 
is crucial for the progression of social justice and equality in today’s’ times. 

6.0 The growing gulf between demand and supply 
6.1 The graph below shows the growing divide between demand (pink line) and 

supply (blue line, government predictions: yellow line, Improvement Scotland 
predictions) which is forecasted for the coming five years. This shows that over 
this next period of five years demand will grow by 8%, whereas supply (public 
finance) will decrease between 6-12%. 
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6.2  In previous recessions, the knee jerk response of retrenchment into the more 

“traditional” economies of cutting, trimming and delay, would have meant 
restricting demand, by raising the access threshold criteria to services.   

 
6.3 Only those with the highest, most complex need or those considered priority 

cases, such as children and older people, would have received a service.  
Frequently, this would have led to a disproportionate disadvantage being placed 
on disabled adults, particularly on those, who, with a little support, could have 
actively participated in the economic growth of the country.  Instead, they would 
have been left to rely on their own informal support systems; thus creating more 
stress and poverty upon their family and friends; accumulating more need for 
both themselves and informal supporters, in later years.  In effect, by following 
the more traditional economies, the growing gulf between demand and supply 
would have just kept on growing  

. 
7.0 Listening to disabled people 
                                            
11 Prideaux, et al (2009) op cit 



 

7.1 In a letter to Baroness Rosalie Wilkins12, a woman from Glasgow expressed her 
frustration at the lack of a one-off co-ordinated response to her request for aids 
and adaptations.  Instead she had been confronted for four months with a 
continuous barrage of assessments for social care: 

 
 “I am 37 and I am desperate to rejoin the world. Relying on when my 

husband can come home and see me in the evenings is a tough way to live.  
I do not, like most people, have a steady supply of friends and family to 
take me out places.  I live in a flat that at the outside door has four steps.  
There are two changes in my life I’d need to access the outside world.  I 
need a ramp.  I need a motorised chair.  Without these I am not 
independent.”  

 
7.2 This extract highlights a number of issues.  
 
7.3 First, the complexity of the health and welfare system results in confusion among 

the public of ‘who does what and what is done’.  The lack of such open 
information gives local authorities too much power to ‘assess’ disabled people, 
who are disempowered by this lack of information. Being so disempowered, their 
self-knowledge of what they need is barred from the knowledge of what is 
available and how to get it.  The only legal duties, specifically in relation to the 
provision of social care and adaptations, local authorities have towards disabled 
people, is to provide them with information and to assess their needs.  The 
provision of any resultant services is merely permissive.  By denying people 
access to information (in order, they say, to avoid disappointment due to the 
‘inability’ of local authorities to provide) such people cannot contribute to more 
imaginative and cost-effective solutions. 

 
7.4 Secondly, since the only solution to this woman’s call for help was to be 

assessed for home care, a service controlled by the local authority, her 
requirement for a motorised wheelchair (supplied by the NHS) was ignored.  So 
such ‘silo’ thinking only led to her situation remaining static.  The one off 
provision of a ramp and a referral to her health board for the wheelchair could 
have been done in days; and to the greater satisfaction of the lady concerned.  
Furthermore, the solution offered by the woman herself, would have been far 
more cost effective as a one off “cost” (barring minimal maintenance costs) than 
the ongoing relationship between a care provider and user may have been.  This 
not only demonstrates that it is effective and crucial to not only ask but in fact 
promote the views of the end user, but also goes some way to alleviating the fear 
of those who see “self assessment” as a costly burden rather than an essential 
contribution. 

7.5 Such ‘silo’ thinking between, health, housing and social care has also led to 
thousands of pounds being wasted in ‘blocked’ hospital beds, because the 
recumbent cannot find suitable housing and support in the community.  Although 

                                            
12 Letter dated 12 March, 2010 to Baroness Rosalie Wilkins, House of Lords 



 

the Scottish Government has strived to reduce blocked beds in recent years13, 
people with newly acquired impairments in particular, still experience delays due 
the need for community care assessments and adapted property. Nevertheless, 
what independent living shows is that the inter-connectedness of services and 
budgets and what happens to the quality of one’s life depends upon the 
interfacing between health, social care, housing, transport, education, the 
environment, welfare benefits, employment, etc. etc. The Scottish Government 
consultation on Equipment and Adaptations in 2008 acknowledged the problems 
faced by local authorities and health bodies in working jointly together to provide 
joined up services. 

 
7.6 Third, to overcome the disempowerment of disabled people through the denial of 

free access to information, there is a dire need for advocacy; and self-advocacy 
in particular.  Unfortunately, like freedom of information, independent advocacy 
services have been, and to some extent still are, seen as a luxury local 
authorities can ill afford.  Yet it is these very services which prevent higher costs 
arising later on, through the lack of provision or the delivery of inadequate and 
inappropriate provision. 

 
7.7 As an example of actually listening to the needs of disabled people, one Scottish 

local authority acted on what their clients with learning difficulties were telling 
them.  They wanted a job, rather than go to their day centres, which were old and 
unwelcoming.  So rather than spend money on upgrading the buildings, the 
authority changed their service.   

 
7.8 They now support the largest number of supported employment places in 

Scotland.  The disabled people within the scheme are supported to hold down 
real jobs in the open labour market.  They have an average income of £120 per 
week higher than they had when attending the day centres; their social networks 
have increased; and they are contributing to the economy of their local 
communities. 

 
8.0       The Young Foundation Twelve Economies Framework 
  
8.1 The more innovative economies, such as those outlined by the Young 

Foundation14 below, which meet the philosophy of the independent living agenda, 
allow disabled people to take their rightful place as full citizens contributing to the 
recovery of their country. 

 
8.2 Naturally, elements of the IL agenda may require new or additional investment or 

the realignment of budgets in a way which promotes equality for disabled people.    
As the Young Foundation point out, rather than cutting or trimming services, (i.e. 
the more ‘traditional’ economies) a fundamental redesign of the method of 

                                            
13 http://www.bigonldn2010.com/2010/hospital-bed-blocking-cases-drop-119033 (viewed 6th August 
2010) 
14 http://www.youngfoundation.org  



 

delivering services may provide cheaper options to meet need in a more efficient 
way (i.e. the economies of ‘innovation’). 

 
 Table 1 

 
The Twelve Economies Framework 

 
Traditional Economies: 
 
Stopping – pure economies which comes from stopping doing things 
Trimming – freezing pay, spending, reducing service quality, ending ‘extras’ 
Delay – postponing capital, pay rises, promotion 
 
Intermediary Economies 
 
Scale – organising services or processes in a larger manner, e.g. aggregating call centres, back 
office, delivery units 
Scope – bringing multiple functions together, e.g. multi-purpose call centres, websites, personal 
advisers, doubling up (solving two problems with a single intervention) 
Flow – managing flows of events, customers, to achieve economies of specialisation, reduce 
failure demand 
Penetration – economies that come from geographical concentration, e.g. combined heat and 
power, street concierges, doubling up roles of postal deliveries  
 
Innovative Economies 
 
Responsibility – passing responsibility out to citizens (with changed scripts – e.g. waste, street 
cleaning, tax returns) or introducing charges 
Commitment – shifting provision from low to high commitment people and organisations 
(tapping into volunteer labour, social enterprises, etc) 
Circuit – reducing costly events through effective prevention (e.g. recidivism in crime, hospital 
re-admissions), with financial tools such as Social Impact Bonds 
Risk, regulation, monitoring – moving to readier acceptance of risk, reducing monitoring 
regimes 
Visibility and information – mobilising public eyes (e.g. MPs’ expenses) and the power of 
shame, and information enrichment – to improve performance 

Source: Young Foundation (2010) “Innovation and Value: new tools for local government in tough times 
 
8.3 Public bodies should be discouraged from escaping into entrenchment; of cutting 

back on the new methods of independent living and self directed support, to 
provide the more traditional services of institutionalised home and day care, for 
example.  Such traditional services merely segregate disabled people within their 
own homes or day centres, denying them the opportunity to participate as equal 
citizens within the community.  Services, designed on the principles of 
independent living, allow disabled people to do just that. 

 



 

8.4 This joint submission now draws heavily upon some of the more preventative of 
the ‘twelve economies’ outlined by the Young Foundation.  Table 1, above, which 
comes from a short paper Geoff Mulgan, the Foundation’s director, wrote for the 
Public Finance / Zurich Municipal risk and innovation round table, describes 
these twelve economies. Geoff Mulgan was previously Head of No. 10’s Strategy 
Unit.15.   

 
9.0 Independent living is an economy of ‘responsibility’ and ‘commitment’. 
 
9.1 Within the twelve economies of the Young foundation, are those of ‘responsibility’ 

and ‘commitment’; i.e. giving citizens responsibility to run things for themselves, 
or working alongside paid staff to provide services together 

 
9.2 Self-directed support enables disabled people to have choice and control over 

their own lives.  They receive money, a ‘direct payment’, to pay for the support 
they need, from the person, or organisation, they choose and at a time when they 
want that support.  This gives them the responsibility over their lives and those 
supports which enable them to live those lives in the manner of their choice.   

 
9.3 Such systems of support have been found to provide greater quality of life; 

facilitating more opportunities for social and economic participation in the 
community at large.  As one recipient of a direct payment said:  

 
“I’m a husband and a breadwinner.  And ten years ago I was in an 
institution where I couldn’t even decide when to go to the toilet.  You know, 
you can’t really understand it if you haven’t done it; your whole life 
changes.”16 

 
9.4 Ever since its inception, the Independent Living Movement has recognised that 

disabled people who take on such responsibility also require support to carry out 
the duties appended to that responsibility.  That is why, collectively, they have 
developed their own centres of excellence where disabled people provide 
information, training and advice to other disabled people17.   

 
9.5 Historically, these have been grossly under-financed and have struggled even in 

the ‘good times’.  These ‘centres for inclusive living’ (CIL), or ‘self-directed 
support organisations’, need to continue, if society is to foster responsibility 
among its citizens.  Many of these organisations provide high quality services, 
which give better value for money than ‘in-house’ services.  But their resources 
are being continually under-mined by local authorities many of which consider ‘in-
house’ services to be the cheaper and ‘safer’ option18. 

                                            
15 http://www.publicfinance.co.uk/features/2009/11/flight-paths/  
16 Morris, J., (1993) “Community care or independent living”, Joseph Rowntree Foundation 
17 http://www.sdsscotland.org.uk 
18 http://www.leeds.ac.uk/disability-studies/archiveuk/Barnes/Report.pdf  
http://www.leeds.ac.uk/disability-studies/archiveuk/Barnes/report%20stage%20two.pdf  



 

9.6 Nevertheless, there is a greater expectation of good, high quality service from 
organisations run on the economy of responsibility, as shown by a recipient of 
such a service:  

 
“I don’t mind being let down by the professionals … they fail you because 
to them it’s just a job at the end of the day.  I do feel a greater depth of 
disappointment with the [….] CIL because I expect them to have the gut 
feeling I have when I deal with disability issues and if that doesn’t come 
through then I am disappointed.” 19 

9.7 For some, the idea of volunteers working alongside paid workers may seem 
rather unfair and discriminatory.  But for others, the opportunity to show their 
commitment to a service, or segment of society, may prove to be rewarding in 
itself.  The present Independent Living Core Reference Group, or any other 
opportunity whereby talents, skills and knowledge may be freely shared and 
acknowledged; and which provides the facility of ‘co-production’; is an example of 
an economy of ‘commitment’. 

10.0 Co-production as an economy of ‘visibility’, as well as ‘commitment’ 
10.1 For disabled people to have the right to ‘freedom, dignity, choice and control’ 

carries a second implication: that we move rapidly to a system of public services 
which are focused on outcomes and based on co-production.  This means 
accepting people who use services as equal partners in deciding strategy, 
service design and service delivery.  More generally, it means recognising that 
individuals, households and communities have experience, skills and resources 
that are essential to achieving positive outcomes.  Enabling them to be partners 
is not just the right thing to do in principle; it is practically sensible given the 
challenges that public services face.  Making ‘best use of resources’ means 
drawing in the widest range of resources possible and only ‘co-production’ allows 
that to happen. 

 
10.2 As well as being an economy of commitment, co-production is also an economy 

of visibility, for it allows disabled people, like other users of services, or funders, 
such as tax-payers, to see the issues and conundrums behind the decision-
making process.  Such greater transparency often leads to a greater 
understanding and acceptance of why things are done.  This can lead to greater 
social cohesion and mutual support 

 
10.3 Co-production is not the same as ‘consultation’ or ‘engagement’: It is about full 

partnership in the development of policy and service design.  It, of course, means 
disabled people understanding the financial constraints the public sector will 
face, but it also means policy makers and service managers understanding the 
legitimate aspirations disabled people have for their lives; and respecting the 
expertise they bring to the table.  Given the complexity of the future challenges, it 
would be very odd to exclude a major source of knowledge and creativity, at the 

                                                                                                                                             
 http://www.leeds.ac.uk/disability-studies/archiveuk/Barnes/S3Report.pdf   
http://www.leeds.ac.uk/disability-studies/archiveuk/Barnes/CILfinaltext.pdf  
19 Morris, J., (1993) “Community care or independent living”, Joseph Rowntree 



 

outset.  Disabled people have experience based knowledge of how well 
resources are used at present to support outcomes and that is an essential 
resource for any review. 

 
10.4 However, for coproduction to be used to its optimum, there must be a fair 

transference of knowledge and sharing of skills and so any cuts to the budgets of 
organisations which support the voices of disabled people, will mean that the 
grassroots influence, peer support and capacity building necessary to participate 
in any co-production will be undervalued and under resourced.   

 
10.5 Co-production, as it applied to self directed support for example, would also 

reduce the confusion, and lack of visible information, over the funding of support.  
It would assist in the understanding, and possibly aid the reduction, of the 
complex interplay of different funding packages, providers, benefits; as well as 
the impact on the cost to the disabled user because they have an earned or 
pensioned income.  

 
10.6 Such varied scenarios lead to inconsistencies in approach to such charges, 

between local authorities across the country.  For example, in complex packages 
of care, dependent upon a number of funding streams, any reduction in one 
service, or funding stream, may have severe repercussions for the disabled 
person, who has to deal with other streams of funding, which may well be 
conditional on that which is reduced, or stopped all together.  Indeed, the 
potential for such changes and confusion creates a culture of fear and an 
unwillingness to claim rights. 

10.7 Co-production with disabled people is still in its infancy, but as a paradigm for 
development and maintenance of systems and services, it is slowly beginning to 
be accepted as the way forward.  The Scottish Government’s Housing 
Department has just recently agreed to fund two pilot projects to develop Local 
Housing Strategies, using the principles of co-production.  

11.0 Independent living as a ‘circuit economy’  
 
11.1 There is often a predilection within public services to be reactive and only 

intervene after a crisis; rather than be proactive and preventative.  Such 
preventative services commonly save on more costly support packages later, 
when such crises inevitably occur. The Young Foundation point out economies 
can be made through early intervention as well as being lost through mismatched 
incentives between stakeholders.  These they call ‘circuit economies’ 

 
11.2 If funding where truly related to ‘outcomes’ rather than ‘outputs’, as it should, 

then thinking outside the box would encourage budget holders within different 
public bodies to share their resources more freely.  A health authority in the 
England, for example, gave £0.5m to a local roads department to salt the 
pathways in freezing conditions.  This funding reduced the pressure on their A&E 
department, by cutting the number of presenting cases of sprains and broken 
limbs after falls.  Similarly, if health authorities were to contribute to the support 



 

packages of disabled people, this would reduce their dependence on more 
critical and expensive health care needs, later on in life; as would the expansion 
of community based therapies, such as physiotherapy, which in many areas are 
only available to acute cases.  Research by Turning Point in 2010 said that 
integrating health and social care would save the NHS £2.65 for every £1 spent. 

 
11.3 Another example of funding not being related to outcomes has been sent to the 

Independent Living in Scotland Project by a disabled man who wrote about his 
trials and tribulations in trying to acquire a grant for him and his newly married 
disabled wife.  Although he was eventually successful in obtaining a grant to 
make his house accessible, the one thing he could not get a grant for was to 
build an integral garage built onto the side of his house.  He states: 
“That 'need' was completely outwith the remit of the Social Work budget to 
meet.  Yet, that garage allowed me to keep economically active for the next 
twenty odd years.  Without it, without doubt, due to my ataxia, I would have 
slipped and fallen many a time and been off work for weeks.” 

11.4 There are many examples of services for disabled people being cut, which are 
not necessarily a long term saving.  The closure to new applicants of the 
Independent Living Fund, which assisted local authorities to fund complex need 
care packages, is a severe blow to disabled people; and the uncertainty of the 
Funds future is a particular worry to those whose quality of life and participation 
within society and its labour market.  Personal Assistance, which the Fund 
supports, is critical to independent living for disabled people.  Without such 
assistance to get up and get ready for work in the morning, a disabled person 
cannot hold down a job.  Cuts to this critical service, have meant that many 
disabled people are being denied opportunities in all areas of their lives including 
civic and social participation; work; and learning: with a consequential impact on 
their health and dignity.   

  
11.5 There are also many hidden resources within the community itself. Although 

some care and circumspection may have to be taken around certain aspects of 
personal assistance, much of the low level support may be provided from within 
the community, itself.  “Timebanking” is one aspect of the New Economics 
Foundation’s intrinsic “Core Economy”.20  

 
11.6 Here, neighbours build up ‘time’ to receive assistance by giving ‘time’ to another 

neighbour.  So an old person could baby sit, or teach a musical instrument, for 
one neighbour, in return for a third neighbour to do some shopping or carry out 
some DIY.  Within the community’s own intrinsic “core economy” the helped 
become the helper.  The equality of mutuality achieves personal value and social 
cohesion.  

 
11.7 As the New Economics Foundation say:  
 
                                            
20 http://www.neweconomics.org/sites/neweconomics.org/files/Co-production_1.pdf  
 



 

“First comes a rejection that money and market price (as in 
professionalised services) is the sole acceptable measure of value. 
Timebanking rejects price, valuing all hours equally, because price equates 
value with scarcity relative to demand. Timebanking values what it means 
to be truly human and to contribute to each other as humans – as members 
of the human family. Those are the universals that enabled our species to 
survive and evolve: our willingness to come to each other’s rescue, to care 
for each other, to stand up for what we believe is right. There are domains 
we all recognise are beyond price: family and loved ones, justice, 
patriotism, spirituality, the environment. We cannot allow a rejection of 
market price to mean a denial of economic value.”21 

11.8 Of course, such initiatives will require some funding, for development, co-
ordination and administration, they must be supported by the provision of 
advocacy and peer support for them to be meaningful and effective, however, it 
will be within the circuit economy, for it will be low level funding to prevent low 
level need from developing into higher level need requiring the higher level 
funding of professionalised services 

 
12.0 Independent living as an economy of ‘scope’ and ‘doubling up’ 
12.1 By looking at the holistic needs of disabled people, independent living services 

can provide many economies. By providing several services within the one 
centre of excellence, such as self-directed support advice and training; pay-roll 
and employment advice services; along with housing and employment services, 
there are several economies that can be made, including that of scope.   

 
12.2 Although the circuit economy would ensure that at least a proportion of new build 

houses can accommodate wheelchair users; and that whenever an adapted 
house is vacated, rather than pulling out that adaptation another disabled person 
is found for it, it can be argued that this is often difficult to achieve when working 
within existing traditional economies. However, the Glasgow Disabled People’s 
Housing Service (GDPHS), part of the Glasgow Centre for Inclusive Living, 
provides local housing associations with a register of disabled people and their 
housing needs, which reduces the need to remove adaptations, which may have 
cost many thousands of pounds, to house a non-disabled person.  It also 
provides disabled people looking for houses with a register of adapted houses 
and increases the speed of searching for suitable accommodation. 

12.3 This housing service also ‘doubles up’ by providing an employment service for 
long-term unemployed disabled people as well.  Working with local housing 
associations, the GDPHS places long-term unemployed disabled people in work 
experience positions throughout the city, supporting them and introducing them 
to various training opportunities which are available; but once again such an 
innovative service is vulnerable to the vagrancies of funding 

 
13.0 Independent living and resources 

                                            
21 Op cit 



 

13.1 Given present-day demand trends, the Finance Committee may well consider 
entitlements to services and benefits; and how these are resourced and financed.  
This joint submission accepts that this may include, inter alia, the extent to which 
services are free at the point of use (tax financed) and the extent to which fees or 
charges are in place.  There would be a concern that this should not be 
examined in isolation from questions of relative priority; and that it should be 
informed by clear principles (not simply driven by financial pressures). 

 
13.2 To put the matter into perspective, the total sum raised in charges for adult care 

in 2008/09 was £350m: slightly more than the cost of freezing the council tax for 
a third year (£310m).  Reviewing whether more should be raised through charges 
needs to be linked to other choices, like freezing council tax, and a principled 
discussion about priorities.   

 
13.3 Equally, questions should be raised as to why it is proper to charge for services 

which enable a disabled adult to live an independent life, participating in the lives 
of their families and communities, as it is their right so to do; but improper to 
charge for admission to art galleries and museums: and why it is proper to 
provide free nation-wide bus travel for those over sixty, irrespective of income, 
but improper to provide subsidised taxi-fares, which have been common in many 
other European countries since the early 1970s,  for those unable to use busses.   
Such questions do need reflection and discussion.  The principles of what is tax 
financed and what is charged does need to be more explicit and coherent.  For 
example, one study in England has shown that people may accept tax rises, if 
such rises were hypothecated; and the reasoning made transparent. 

 
13.4 If entitlements to resources are to be reviewed, the basis for entitlement, not just 

the extent of it, needs to be carefully examined.  The current system is a jumble 
of age related, condition related, income related and circumstance related 
entitlements with very little consistency within or between them; as can be seen 
in paragraph 12.3 above.  The core point is that entitlement to services and 
benefits for disabled people should not be reviewed separately from other 
services and benefits; and consistency of principle should be applied across the 
range.  The existing and forthcoming Public Sector Equality Duties are one tool 
to do this, to mitigate against the potential negative and disproportionate impact 
of decisions that are taken in isolation and that can lead to a myriad of 
unintended consequences and indeed, as described above, false economies. 

 
14.0  Independent living and the future 
 
14.1 The current and future challenges facing public services, and people who use 

those services, in Scotland, require a ‘co-production’ approach.  This would bring 
the knowledge, experience and resources of people who use services to bear on 
policy and service redevelopment.  Any review should focus on ‘best use of 
resources’ and not simply on spending cuts; and be open to looking at all 
resourcing options for the future.  The three contributors to this inquiry, perhaps 



 

along with the Core Reference Group, and its constituent members; although this 
joint submission cannot speak on their behalf; would be happy to participate in 
and/or organise a co-production ‘preventative spending review’. 

 
14.2 It is clear that a ‘co-produced’ review of policy, service entitlement and finances 

would itself need to be properly resourced.  Each partner in co-production needs 
research support, facilitation and advice but in the past those who use services 
and their user-led organisations have lacked these resources whereas the public 
sector has been well resourced.  Planning for the preconditions of co-production 
could usefully begin now. 

 
14.3 As an example, if current arrangements for care and support are to be reviewed, 

core information will be necessary and could usefully be collected and collated 
now.  It would be extremely useful to have integrated information on benefit and 
service entitlements and eligibility criteria at UK level, Scottish level and local 
level across Scotland.  This would enable an examination of the consistency, 
fairness and coherence of current arrangements and the options for a more 
principled future approach.   

 
15.0  Conclusion 
 
15.1 Roy Porter in his seminal book on the history of medicine wrote22: 
 

“The social costs of sickness thus converted (Edwin) Chadwick to the 
‘sanitary idea’: that is prevention.” 

 
15.2 This joint submission from three of Scotland’s national disabled people’s 

organisations hopes the Finance Committee will also accept that the ‘social cost 
of sickness’ within society just does not include public health issues, but public 
support to the independent living of  people, disabled or not; i.e. choice and 
control over their lifestyles; and freedom and dignity within them.  

 
15.3 This joint submission welcomes the support from the Scottish Government, with 

its vision of independent living and commitment to co-production, recently signed, 
alongside COSLA.  The forthcoming spending review, and specific policy and 
service reviews which may follow, will be the acid test of that commitment to 
independent living and co-production.   

 
15.4 This joint submission hopes to show how the policies, services and provisions, 

based on the philosophy of independent living: 
 

• can both facilitate and accelerate the economic growth of Scotland by 
more fully harnessesing its people resources 

                                            
22 Porter, ^ (1997) “The greatest benefit to mankind: a medical history of humanity from antiquity to the 
present”,  London: Harper/Collins 



 

• can reduce the gulf between demand and supply of public services for 
both disabled people and their informal support; 

• can  reconceptualise the ‘work vs. welfare’ debate by enabling welfare 
recipients to develop markets and provide work for others; and, at the 
same time, develop their own transferrable management skills 

• can overcome the ‘silo’ effects of services and budgets by providing a 
more ‘holistic’ approach to solving need can meet the newer 
economies of innovation and prevention as laid out by the Young 
Foundation23, via the efforts of disabled people and their own user-led 
organisations 

 
 
15.5 This joint submission also hopes that the Finance Committee would recommend 

to the Scottish Parliament that the support necessary to enable disabled people 
to live independent lives as full and equal citizens, will attract priority; and that 
any review of how that support can best be delivered in the future will include 
disabled people as equal partners, in the spirit and enactment of co-production. 

 
Jim Elder-Woodward 
Convenor Independent Living in Scotland Group 
Equality and Human Rights Commission 
20tAugust 2010 
 
This Joint Submission is also supported by the Glasgow Disability Alliance 
http://www.gdaonline.co.uk  

                                            
23 http://www.youngfoundation.org 



 

Appendix 1 
 
Background 
 
The Independent Living Movement is now over fifty years old.  Starting in America, it is 
now worldwide, with its headquarters of Disabled Peoples International, in Canada.  The 
Movement strives to empower disabled people to take control over the decision-making 
within their own lives; to break down the barriers within society which exclude them; and 
enable disabled people to become full and equal citizens.  It is led by disabled people 
for disabled people and aims to bring about change by establishing that ‘disabled 
people’ are disabled, not by their impairments, but by the way society treats and 
excludes them.  The Movement campaigns for the principles and practices of 
independent living to be the cornerstone of mainstream social policy and service 
delivery. 
 
In June 2008, the Scottish Government announced funding to mainstream independent 
living throughout Scotland. Funding was also made available specifically to develop the 
Independent Living Movement itself. This funding established the Independent Living 
in Scotland (ILiS) Project. Hosted by the Equality and Human Rights Commission, it 
has a Steering Group of twelve disabled people, drawn from within the Movement itself.  
Its remit is to stimulate the involvement of disabled people within the Movement and 
enable their voice to be heard whenever decisions are being taken which may affect 
them either as a group or individually. 
 
This project is part of a wider programme within the Scottish Government to ensure that 
the principles and practices of independent living do become the cornerstone of general 
social and economic policy within Scotland.  An intra-departmental group, the 
Independent Living Core Reference Group, has been charged to make this happen 
using the method of ‘co-production’ with disabled people from the ILiS project, alongside 
CoSLA, NHS Scotland and other public bodies throughout Scotland. 
 
Inclusion Scotland (IS) is a consortium of organisations of disabled people and 
disabled individuals from around Scotland. Its aim is to draw attention to the physical, 
social, economic, cultural and attitudinal barriers, which affect the everyday lives of 
disabled people in Scotland. IS aims to reverse the social exclusion experienced by 
disabled people through encouraging civil dialogue, partnerships, capacity building, 
education, persuasion, training and advocacy. 
 
The Scottish Disability Equality Forum (SDEF) is a membership organisation open to 
all disability organisations, as well as individuals with any type of impairment. It is 
dedicated to furthering the Social Inclusion agenda, through the removal of barriers and 
the promotion of equal access for all disabled people. The organisation is user-led and 
is guided by the concerns of its members who are encouraged to participate fully; to 
exchange views; to provide input to consultation exercises and to attend meetings. 
SDEF is the umbrella body for Access Panels, supporting local groups in their work for 
social equality.  



 

 
 
 


